C
are for vulnerable elders, many of whom may be near the end of life, has come under increasing scrutiny in the past decade. Studies demonstrate inadequate quality of care with regard to symptom control, matching of care with patient preferences, and optimal resource use at the end of life (1) . Several expert panels have concluded that end-of-life care requires improvement (2) (3) (4) . Their recommendations provide a framework for integrating patient preferences into treatment decisions and for delivering high-quality end-of-life care.
The Ethics Committee of the American Geriatrics Society identified areas for improving care at the end of life, including physical and emotional symptoms, support of function and autonomy, advance care planning, aggressiveness of care near death, and patient and family satisfaction (2) . The Institute of Medicine Committee on Improving Care at the End of Life designated the following areas as needing improvement (3): overuse of care inconsistent with preferences and prognosis, underuse of care to treat symptoms, untimely referral to hospice, poor technical palliative care, and poor communication about prognosis and treatment preferences. Furthermore, in 1997 a New York State commission identified barriers to providing quality care to dying patients: inadequate professional and public education, legal and regulatory barriers, financial barriers, and underuse of hospice (4) . While these panels did not explicitly call for development of measures of quality of endof-life care, achieving their goals would require such measures.
The quality indicators reported in this paper aim to assess the provision of care to achieve a "good death." The Institute of Medicine committee defined a good death as "one that is free from avoidable distress and suffering for patients, families and caregivers; in general accord with patients' and families' wishes; and reasonably consistent with clinical, cultural and ethical standards" (3). Emanuel and Emanuel (5) describe a good death in terms of "modifiable dimensions of the patient's experience," including symptoms, relationships and support, hopes, expectations, economic demands, caregiving needs, and spiritual and existential beliefs.
Empirical research further describes the components of a good death. A study of 56 deaths identified teamwork, coordination, early nursing involvement, and specification of a key worker as essential for good terminal care (6) . Focus groups of chronically ill patients yielded five domains of quality end-of-life care: pain and symptom management, avoiding prolongation of dying, achieving a sense of control, relieving burden, and strengthening relationships with loved ones (7, 8 ). Another qualitative study added clear decision making, contributing to the well-being of others, and affirmation of the whole person as essential components of a good death (9) .
In their framework of a good death, Emanuel and Emanuel postulate that five care-system interventions affect the patient's dying experience: family and friend interventions, psychosocial interventions, sociofinancial interventions, health care institution interventions, and medical provider interventions (5) . The indicators presented here focus on institutional and medical provider interventions. Some measures of care at the end of life have been developed (for example, see the Toolkit of Instruments to Measure End-of-life Care at www.chcr .brown.edu/pcoc/toolkit.htm); however, most have not focused on the processes of end-of-life care.
A major obstacle to developing quality indicators for end-of-life care lies in identifying the population to whom the indicators should apply. Even in an at-risk population such as vulnerable elders, patients with a very low probability of survival are difficult to identify with accuracy (10) . Thus, the quality indicators presented here do not rely on stratification by prognosis. Instead, they focus on patient preferences for care (through advance care planning and decisions about aggressiveness of care) and palliation. A second obstacle to developing end-of-life quality indicators is the dearth of clinical trial evidence relevant to end-of-life care (11) (12) (13) . As a result, most quality-of-care indicators in this paper are based on observational data and consensus opinion.
METHODS
The methods for developing these quality indicators, including literature review and expert panel consideration, are detailed in a preceding paper (14). The endof-life quality indicators adhere to a model in which care is tailored to match a patient's clinical circumstances and preferences. In this model, a patient must be informed of the clinical situation, including prognosis and treatment alternatives, so that values can be translated into preferences for care. Because these decisions might be needed at times when patients may not be capable of participation, treatment preferences or proxy decision makers might be elicited in advance. Advance directives are one way to formally specify surrogate decision makers and preferences. Preferences would be translated by clinicians into care plans, including decisions about lifesustaining treatments. In turn, such plans would dictate care in the perideath period, including palliative care and bereavement support.
This process may be highly iterative, may involve multiple decisions made over time, and may include many clinicians and surrogate decision makers. The process is not necessarily linear, although we present it as such for simplicity (Figure) . For end-of-life care, the structured literature review identified 16 281 titles, from which relevant abstracts and articles were identified. On the basis of the literature and the authors' expertise, 21 potential quality indicators were proposed. The search terms and results of the literature review can be accessed at www.acponline.org/ sci-policy/.
RESULTS
Of the 21 quality indicators considered by the expert panel, 14 were judged valid (see the quality indicators on pp 653-667) and 7 were not accepted (www.acponline.org/sci-policy/). The literature summaries that support each indicator judged to be valid by the expert panel process are described below.
Quality Indicators 1 and 2 Surrogate Decision Makers and Advance Directives
ALL vulnerable elders should have in their outpatient chart one of the following: 1) an advance directive indicating the patient's surrogate decision maker, 2) documentation of a discussion about who would be a surrogate decision maker or a search for a surrogate, or 3) indication that there is no identified surrogate.
IF a vulnerable elder with dementia, coma, or altered mental status is admitted to the hospital, THEN within 48 hours of admission the medical record should 1) contain an advance directive indicating the patient's surrogate decision maker, 2) document a discussion about who would be a surrogate decision maker or a discussion about a search for a surrogate, or 3) indicate that there is no identified surrogate BECAUSE specification of a surrogate decision maker facilitates decision making for a patient who has lost decision-making capacity. Supporting Evidence. No clinical trials or observational studies have examined designation of surrogate decision makers for patients at risk for losing decision making capacity. This is in part because most studies have not used clinical end points (15) . However, many consensus statements promote designation of a surrogate decision maker to improve decision making after incapacity. The Hastings Center guidelines (16) recommend that "when a patient is diagnosed with having a condition that may eventually raise questions about the termination of treatment, the responsible health care professional and patient should begin talking about future options as early as possible." They suggest completion of an advance directive to designate a proxy (16). The Council on Ethical and Judicial Affairs of the American Medical Association suggests specification of a surrogate as a means of ensuring that an individuals' interests are promoted in case of future incapacity (17). One prospective study of physicians discussing advance directives with patients revealed that physicians recognized the correct surrogate decision maker 89% of the time after such a discussion (18) .
Quality Indicators 3 and 4 Documentation of Care Preferences
IF a vulnerable elder carries a diagnosis of severe dementia, is admitted to the hospital, and survives 48 hours, THEN within 48 hours of admission, the medical record should document that the patient's prior preferences for care have been considered or that these preferences could not be elicited or are unknown.
IF a vulnerable elder is admitted directly to the intensive care unit (from the outpatient setting or emergency department) and survives 48 hours, THEN within 48 hours of admission, the medical record should document that the patient's preferences for care have been considered or that these preferences could not be elicited or are unknown BECAUSE patients' values and preferences should guide life-sustaining care.
Supporting Evidence. No clinical trials or observational studies link elicitation and documentation of preferences to clinical outcomes. However, observational data suggest that physician understanding of patient resuscitation preference is associated with a better match between those preferences and resuscitation attempts (19) and is associated with less end-of-life resource use (20) . In a prospective trial of advance directives for nursing home residents, Danis and colleagues (21) showed a high correlation between documented care preferences and life-sustaining treatments. In a randomized, controlled trial, Sulmasy and colleagues (22) showed that an educational intervention caused medical residents to increase the number of potential treatments and "care concerns" considered when writing life-sustaining treatment orders; no effects on patient care or outcome were shown.
Early elicitation of patient preferences and their incorporation in advance directives is widely endorsed (3, 16, 17, (23) (24) (25) . Despite broad support, no clinical trial evidence indicates that these processes improve clinical outcomes. However, several studies show promising indirect effects. A retrospective study of 182 patients who had undergone hemodialysis and died found that those who had completed advance directives (41%) were more likely to die in a planned, nonemergent fashion, with "greater internal locus of control" (26) . A scenario-based study of physicians found that physicians were more likely to follow more specific preferences listed in an advance directive (27). An observational study of a highly developed, community-wide intervention in one midwestern area of the United States shows that advance directives can be widely promulgated, successfully communicated to physicians, and coordinated across health care venues, and they can lead to adherence to nearly all specified end-of-life treatment preferences (28) .
Two clinical trials suggest that advance care planning is not clinically effective. Schneiderman and colleagues (29) conducted a randomized, controlled trial of administering advance directives to 104 sick outpatients and found no differences in health outcomes, medical treatments, or health care costs compared with 100 control patients. The authors concluded that "only if the document stimulates discussion and communication between patients and physicians will the current enthusiasm for advance directives be justified." The Study to Understand Prognoses and Preferences for Outcomes and Risks of Treatment (SUPPORT), a multisite controlled clinical trial, tested interventions to improve endof-life decision making. The observational phase of the trial documented that physicians often misunderstood patients' resuscitation preferences, that resuscitation decisions were often made close to death, and that many patients died in substantial discomfort. The intervention phase of the trial, in which physicians were given patients' prognostic and preference information and specially trained nurses conducted advance care planning activities, did not affect these clinical outcomes (1) .
Although these studies found that the advance care planning interventions did not improve end-of-life care, the interventions did not demonstrate increased communication between patients and physicians about surrogates and care preferences. The proposed indicators aim at these communicative aspects of advance directives; patients (or proxies) must be aware of their situation, prognosis, and treatment alternatives to express preferences.
Chart documentation of care preferences early in the hospital stay is of particular importance-observational studies have shown that even when prior preferences have been expressed through advance directives, their existence and content are often unrecognized by physicians providing inpatient care (21, 30, 31) . These indicators focus on patients with advanced dementia and those in the intensive care unit-patients at risk for receiving aggressive care that may be inconsistent with preferences. Many providers and patients believe that treatment of patients with dementia should be guided by a palliative perspective (32, 33) . Despite the importance of such discussions, studies have documented poor communication about care preferences for sick patients (34) and patients admitted to an intensive care unit (35) . The American College of Physicians-American Society of Internal Medicine (ACP-ASIM) End-of-Life Care Consensus Panel concurs with the recommendation to ask about decision making for all patients admitted to an intensive care unit; although there are no data to substantiate any particular time interval, the panel proposed the same 48-hour window to delineate preferences (36).
Quality Indicator 5 Eliciting Patient Preferences concerning Future Health States
IF a vulnerable elder indicates (during an interview) that he or she would rather die than live permanently comatose, ventilated, or tube fed, THEN 1) the chart should document a discussion of life-sustaining treatment preferences, 2) the chart should contain an advance directive, or 3) the patient should indicate (during the interview) that he or she discussed this topic with the physician or does not wish to discuss this BECAUSE physicians and surrogate decision makers often do not know patients' preferences for care and care may not reflect preferences if information is not elicited in advance.
Supporting Evidence. No clinical trials have studied the impact of eliciting patient preferences about future adverse health states on clinical outcomes. Observational studies of patient preferences about future health states show that large proportions of patients would prefer to die than live comatose, mechanically ventilated, or tube fed (33, 37, 38) . Observational studies also reveal that physicians and surrogate decision makers often do not know patients' preferences about life-sustaining treatment (37, 39 -41).
As noted above, a randomized clinical trial of administering advance directives did not affect treatments, health outcomes, or costs (29), and the SUPPORT intervention did not improve decision making about care (1) . In addition, a prospective, uncontrolled study of advance directives for patients in a nursing home found no increase in concordance between life-sustaining care and patients' (or surrogate decision makers') expressed preferences when patients had advance directives (21) . However, unlike the proposed indicator, these studies did not elicit and transmit patients' preferences aimed at less aggressive care in specific health states. Such discussions are consistent with consensus statements from the Hastings Center (17), American Geriatric Society (24), American Medical Association (14), Institute of Medicine (3), and ACP-ASIM End-of-Life Care Consensus Panel (36) .
Quality Indicator 6
Advance Directive Continuity IF a vulnerable elder has an advance directive in the outpatient, inpatient, or nursing home medical record or the patient reports the existence of an advance directive in an interview, and the patient receives care in a second venue, THEN 1) the advance directive should be present in the medical record at the second venue or 2) documentation should acknowledge its existence, its contents, and the reason that it is not in the medical record BECAUSE advance directives can guide care only if their existence is recognized and their content is known.
Supporting Evidence. Five observational studies have documented that even when advance directives are completed, patients' physicians often do not know that they exist (21, 30, 31) , and the directives are not always documented in the patients' charts (42) or transferred from outpatient to inpatient settings (43) .
For advance directives to have an effect, they must come to the attention of surrogate decision makers and the medical care team. The Hastings Center cited the importance of the advance care planning process "to help ensure consistent treatment for the patient as he or she comes under the care of different health care professionals in various institutional settings" (16). Yet, one observational study found that do-not-resuscitate orders may not be carried over between hospital admissions, even to the same facility (44) . It is a goal of advance care planning to preserve elicited preferences so that they may be reviewed, revisited, updated, and ultimately affect care when needed. Continuity of an advance directive across venues can stimulate reconsideration of care goals and assessment of whether the patient's clinical condition or prognosis has changed.
Quailty Indicator 7 Patient Preferences for Mechanical Ventilation
IF a vulnerable elder requires mechanical ventilation during a hospitalization (except short-term and postoperative mechanical ventilation), THEN within 48 hours of the initiation of mechanical ventilation the medical record should document the goals of care and the patient's preference for mechanical ventilation or why this information is unavailable BECAUSE mechanical ventilation should be performed only when it is consistent with a patient's goals and because early consideration of prognosis and preferences will guide care to be consistent with the patient's values.
Supporting Evidence. Practices concerning withdrawal of care for patients receiving mechanical ventilation vary widely. One study of 308 critical care physicians showed that 15% almost never withdrew ventilation, and 37% did so for fewer than half of patients forgoing life-sustaining treatment (45) . Withholding practices among surveyed physicians also varied greatly (45) . Data from SUPPORT confirm that ventilator-withdrawal patterns vary widely among care sites, even after adjustment for patient prognosis and characteristics (46) . This study showed that a main predictor of whether a ventilator was withdrawn was the existence of communication about care preferences.
Quality Indicator 8 Patient Participation in Life-Sustaining Care Decisions
IF a vulnerable elder with decision-making capacity has orders written in the hospital or the nursing home to withhold or withdraw a particular treatment (for example, a do-not-resuscitate order or an order not to initiate dialysis), THEN the medical record should document 1) patient participation in the decision or 2) why the patient did not participate in the decision BECAUSE patients with decision-making capacity who wish to participate should have their values guide important care decisions.
Supporting Evidence. Patients with decision-making capacity and desire to participate in end-of-life decisions should be allowed to do so (16, 17, 24, 25). The American College of Physicians Ethics Manual states that "The crux of the issue is that the patient's (rather than the physician's) assessment of the benefits and burdens of treatment should determine what treatment is administered or withheld" (25) . The American Medical Association Code of Medical Ethics (17) adds:
The physician has an ethical obligation to honor the resuscitation preferences expressed by the patient. Physicians should not permit their personal value judgments about quality of life to obstruct the implementation of a patient's preferences regarding the use of CPR [cardiopulmonary resuscitation].
On the basis of these principles, hospitals have policies guiding physicians to include patients' values and preferences in resuscitation (and other life-sustaining treatment) decisions and to document the decisions leading to resuscitation orders. A small study comparing chart documentation to patient recall about life-sustaining treatment decisions showed that medical record documentation reflected patient understanding of these decisions (47) .
Unless preferences have been elicited in advance, a patient's meaningful participation in treatment decisions requires that he or she have decision-making capacity. While the level of cognition and reasoning required de-ACOVE Quality Indicators for End-of-Life Care www.annals.orgpends on the gravity of the decision (48), decisionmaking capacity requires that a patient can appreciate the information relevant to the decision, can reason a choice that is consistent with his or her goals and values, and can communicate this decision (49) . The caregiving physician usually determines whether a patient has decision-making capacity, although consultation with a specialist may be valuable at times.
Studies of communication between physicians and patients about important medical decisions show that patients desire to be informed and that some patients desire to participate in the decision-making process (50 -52) . No clinical trials have tested whether documentation of patient input into life-sustaining treatment decisions affects outcomes.
Quality Indicator 9 Care Consistency with Documented Care Preferences
IF a vulnerable elder has specific treatment preferences (for example, a do-not-resuscitate order, no tube feeding, or no hospital transfer) documented in a medical record, THEN these treatment preferences should be followed BECAUSE medical care should aim to be consistent with a patient's preferences.
Supporting Evidence. As noted in the evidence for indicator 7, there are a strong theoretical basis and expert consensus that patient preferences should drive care. In the nursing home, Danis and colleagues (21) showed a high correlation between documented care preferences and life-sustaining treatments. Similar work has not been performed in the outpatient or hospital settings. No trials have studied whether documentation improves the concordance of care with values and preferences. This indicator directs that if care preferences are documented, these preferences (unless reversed) should be reflected in the care that the patient receives. The exception to this might be disagreement over care that will sustain patients in extremely poor health states (53) .
Quality Indicator 10

Management of Ventilator Withdrawal
IF a noncomatose vulnerable elder is not expected to survive and a mechanical ventilator is withdrawn or intubation is withheld, THEN the patient should receive (or have orders available for) an opiate or benzodiazepine or barbiturate infusion to reduce dyspnea, and the chart should document whether the patient has dyspnea, BECAUSE dyspnea can be controlled in the setting of comfort care when mechanical ventilation is withdrawn or withheld.
Supporting Evidence. Withdrawal of patients from ventilators with the expectation that the patient will not survive is not uncommon (54). However, how often this occurs varies widely across providers and hospitals (45, 46) . Management of the patient withdrawn from a ventilator can be difficult because the clinician must avoid producing excess suffering without unnecessarily promoting death. "Best practices" for withdrawal of mechanical ventilation have been published (55), including several treatment options (56) . These have been integrated into hospital policies (57) and are endorsed by the ACP-ASIM End-of-Life Care Consensus Panel (36) . No clinical trials have studied the effectiveness of these strategies. IF a vulnerable elder who had dyspnea in the last 7 days of life died an expected death, THEN the chart should document how the dyspnea was treated and follow-up should be documented about the dyspnea BE-CAUSE dyspnea can be effectively treated with oxygen and pharmacologic agents.
Treatment of Pain
IF a vulnerable elder who was conscious during the last 3 days of life died an expected death, THEN the medical record should contain documentation about pain or lack of pain during the last 3 days of life BE-CAUSE pain is common at the end of life and can be effectively treated.
Attention to Spiritual Issues
IF a vulnerable elder who was conscious during the last 3 days of life died an expected death, THEN the medical record should contain documentation about spirituality or how the patient was dealing with death or religious feelings BECAUSE spiritual issues play a prominent role at the end of life and can be addressed by a variety of interventions.
Searching for Next of Kin
IF a vulnerable elder without known family or next of kin died in the hospital, THEN the chart should document a search for next of kin BECAUSE it is critical to inform family of the death of a loved one in a timely fashion and because the next of kin may provide information about patient's desires for after-death arrangements.
Supporting Evidence. These indicators are based on the definitions and constituents of a "good death" described above. These studies demonstrate that aspects of care near death should focus on symptoms, mood, spirituality and completion, bereavement, and the needs of survivors. There is consensus among many bodies that these aspects of care for dying patients must be improved (3, 13, 23, 36, 58 -60) . This subgroup of quality indicators targets in the final week of life-patients who are expected to die. One of the challenges of using medical records to measure care provided to dying patients is the difficulty in using chart documentation to prospectively identify patients who will die. For a patient dying an "expected death," the medical record contains explicit documentation more than 1 day before death that the patient is expected to die in a short period or that the patient is not expected to survive to hospital discharge. Physician, nurse, social worker, and pastoral care notes may contain such documentation, which also includes information about bereavement counseling, religious rites, and postmortem arrangements.
Several studies have described the prevalence of uncontrolled symptoms at the end of life. Lynn and colleagues (61) found that in the final 3 days of life, 40% of SUPPORT patients experienced moderate or severe pain and 50% had severe dyspnea. In afterdeath interviews with 103 family members in Oregon, 54% reported that their loved one experienced moderate or severe pain in the final week of life (62) . However, little research has evaluated interventions attempting to improve the experience of dying. The SUPPORT intervention, in which patients' pain reports were passively fed back to physicians, did not change family members' judgments of patients' terminal pain (63) . Despite the lack of clinical trials of symptom control for dying patients, substantial literature demonstrates the efficacy of pharmacologic treatments for pain, dyspnea, nausea, and other symptoms.
No controlled trials have assessed the impact of addressing spiritual or religious concerns in dying patients. However, the consensus statements and qualitative studies cited above endorse supporting a patient's spirituality as an important component of a good death. In a survey of 177 ambulatory patients in which 51% described themselves as religious, 94% of religious patients and 45% of nonreligious patients believed that physicians should ask about religious beliefs that would influence the patients' medical decisions if they became gravely ill (64). Similarly, no studies have assessed the impact of next-of-kin notification on family members' emotional well-being or bereavement. One study of a protocol for notifying next of kin about death and supporting survivors demonstrated that family members reported satisfaction with more thorough and timely information about the events of death (65) .
DISCUSSION
Communication about prognosis, elicitation of preferences, and translation of preferences into care are recognized as essential to quality medical care. However, as pointed out by this paper, few clinical trials provide evidence to support the end-of-life care processes deemed valid by the ACOVE expert panel for measurement of the quality of care for vulnerable elders. Thus, the quality indicators we present are based on clinical judgment and opinion. A paucity of data-nearly all observational-support these quality indicators. A major finding of this effort is the deficiency of clinical trials of end-of-life care processes.
This project investigated the relationship between processes and outcomes of care and sought to develop explicit criteria to evaluate the quality of end-of-life care of vulnerable elders. Fourteen indicators were judged sufficiently valid for use as measures of the quality of care for vulnerable elders. These indicators might serve as a basis with which to compare the care provided by different health care delivery systems and as a method to evaluate change over time or in response to intervention.
